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1. INTRODUCTION {#dewb12214-sec-0001}
===============

Humanitarian medicine presents an exceptionally challenging clinical and ethical environment for health professionals. Aid is often called for at short notice in settings of conflict, natural disaster, food insecurity, and population displacement.[1](#dewb12214-note-1001){ref-type="fn"} ^,^ [2](#dewb12214-note-1002){ref-type="fn"} In 2016, an estimated 164.2 million people in 47 countries were in need of humanitarian assistance, with 65.6 million displaced worldwide.[3](#dewb12214-note-1003){ref-type="fn"} The ability of aid providers to meet the demands of patient care can vary dramatically in these settings. Capabilities range from gold‐standard, modern day facilities -- such as those provided by United States Naval forces during the 2010 Haiti earthquake -- to understaffed, basic hospitals that are rapidly inundated with patient numbers beyond their capacity.[4](#dewb12214-note-1004){ref-type="fn"} ^,^ [5](#dewb12214-note-1005){ref-type="fn"} This burden is amplified by limited and irregular access to essential equipment supplies and resources, including operating theatres, ventilators and oxygen, medical staff, and food and running water. Missions often rely on a rotating system of short‐term volunteers, with aid providers commonly burdened by extreme working hours and insufficient sleep, and commonly enduring considerable emotional distress in light of these challenges.[6](#dewb12214-note-1006){ref-type="fn"} ^,^ [7](#dewb12214-note-1007){ref-type="fn"}

In 2014, women and children comprised over three quarters of the 84 million people in need of humanitarian assistance globally.[8](#dewb12214-note-1008){ref-type="fn"} Among these groups, neonates are disproportionately affected. Of the 15 countries with the highest neonatal mortality rates globally, 14 are characterised by chronic political instability and conflict; excluding India and China, countries experiencing such unrest account for 42% of neonatal deaths worldwide.[9](#dewb12214-note-1009){ref-type="fn"} Preterm births account for much of this burden. Reports indicate that following the Syrian Civil War, 26% of births among refugees living in Lebanon were premature, while 60% of neonatal deaths in the Zaatari refugee camp in Jordan were due to prematurity.[10](#dewb12214-note-1010){ref-type="fn"}

Existing literature on ethical questions in humanitarian crises primarily discusses questions relating to the care of adults, children and pregnant women.[11](#dewb12214-note-1011){ref-type="fn"} However, neonatal care arising in these settings can result in distinctive internal and interpersonal ethical dilemmas for the humanitarian aid worker.[12](#dewb12214-note-1012){ref-type="fn"} While numerous medical guidelines exist for neonatal resuscitation, few offer specific ethical guidance on these issues in complex situations. The case examples in Box 1 illustrate some of the challenging questions faced by aid workers in humanitarian settings.[13](#dewb12214-note-1013){ref-type="fn"} ^,^ [14](#dewb12214-note-1014){ref-type="fn"}

In this paper, we first review existing guidelines relating to the treatment and resuscitation of newborns in humanitarian crises in order to determine the availability of ethical guidance for international aid workers. Second, we aim to identify and analyse some of the major ethical questions arising from the care and resuscitation of neonates during humanitarian crises that are inadequately addressed by existing guidelines, including consideration of long‐term quality of life, allocation of limited resources, and conflicting cultural norms and values between aid workers and local communities.[15](#dewb12214-note-1015){ref-type="fn"} ^,^ [16](#dewb12214-note-1016){ref-type="fn"} ^,^ [17](#dewb12214-note-1017){ref-type="fn"} There may be different ethical issues associated with different contexts (for example, acute emergency response versus ongoing medical support in settings of chronic crisis), though it is also likely that these will overlap; for the purposes of this paper, we will consider them together.[18](#dewb12214-note-1018){ref-type="fn"} In the final part of this paper, we outline some general recommendations that might provide a starting point for the development of ethical guidelines relating to the medical care of neonates in humanitarian settings.

###### Case examples of ethical questions in newborn humanitarian healthcare[19](#dewb12214-note-1019){ref-type="fn"}

 {#dewb12214-sec-0002}

**Asha** [20](#dewb12214-note-1020){ref-type="fn"} **:**

*Two medical aid workers serving at a clinic in Haiti admit a pregnant woman, Asha, who has arrived in active labor. The fetal heart has been heard, but is very slow. The medical aid workers decide that they need to do an episiotomy to aid with delivery. The local medical doctor has supplies that will allow the medical aid workers to provide initial resuscitation of the infant. However, the clinic does not have mechanical ventilators, oxygen tanks or incubators, which will likely be needed to keep the infant alive if resuscitation is successful*.

*Given the limitations, the local doctor does not want to attempt resuscitation of the infant. She thinks that the team should prioritise the life of the mother. The medical aid workers, however, believe that they should at least attempt resuscitation and subsequently determine if the clinic can handle the infant\'s ongoing needs*.[21](#dewb12214-note-1021){ref-type="fn"} ***The team is unsure whether they should resuscitate a potentially compromised infant.***

**Sarah** [20](#dewb12214-note-1020){ref-type="fn"}:

*Sarah, a Canadian‐trained nurse deployed to provide development assistance at an urban hospital in the Caribbean, described conflicts arising in the care of premature infants:*

*"Whenever you see so many sick kids and you realize that there are some that have to be turned away, then you do say okay well we need to triage and we need to decide, you know, who we\'re going to treat."*

*Premature babies were sometimes not admitted to the hospital where Sarah worked. She raised questions about the rightness of this practice, yet explained that over time she came to believe that refusing care to some was justified to ensure care for others*.[22](#dewb12214-note-1022){ref-type="fn"} ***The team must decide which premature infants should be prioritised.***

2. REVIEW OF LITERATURE {#dewb12214-sec-0003}
=======================

2.1. Methods {#dewb12214-sec-0004}
------------

We conducted a systematic structured literature search to identify existing guidelines on the resuscitation and care of neonates in humanitarian settings.[23](#dewb12214-note-1023){ref-type="fn"} We searched databases (PubMed, Ovid MEDLINE and Google Scholar) for relevant English‐language guidelines or analyses of guidelines using a combination of relevant Medical Subject Headings (MeSH) and free text. We further searched the reference lists and citing articles of these papers for relevant articles. We also developed a list of 41 major humanitarian and medical aid agencies through this structured search.[24](#dewb12214-note-1024){ref-type="fn"} Each agency was then contacted by email with a request for relevant guidelines, while the websites and publication archives of all agencies were also searched. Guidelines were sourced and reviewed in full‐text if they related to the resuscitation and ongoing medical care of newborn infants in humanitarian settings. Material was identified that provided guidance or discussion of the specifically ethical elements of newborn care.

2.2. Results {#dewb12214-sec-0005}
------------

Our search of published literature identified 3 articles deemed relevant to this paper as secondary references, however none included primary ethical guidelines.[25](#dewb12214-note-1025){ref-type="fn"} One of these papers, a 2010 Cochrane review, found six existing medical guidelines on perinatal and child health in crisis settings.[26](#dewb12214-note-1026){ref-type="fn"} All primary materials were sourced directly from humanitarian agencies via email or website searches. The results of agencies that replied to our email request, or had relevant publications on their websites, are available in Table [1](#dewb12214-tbl-0001){ref-type="table"}.

###### 

Existing guidelines on the resuscitation and care of neonates in humanitarian settings

  Agency                                                                Document(s)[27](#dewb12214-note-1027){ref-type="fn"}                                                                                                                                                                                                                                                                                                                                                                                                                     Ethical Content
  --------------------------------------------------------------------- ------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------ -----------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
  UNICEF; Inter‐Agency Working Group on Reproductive Health in Crisis   Newborn Health in Humanitarian Settings (2016)[28](#dewb12214-note-1028){ref-type="fn"}                                                                                                                                                                                                                                                                                                                                                                                  No relevant ethical content
  International Federation of the Red Cross (IFRC)                      IFRC Maternal and Child Health Guidelines (2013)^A1^                                                                                                                                                                                                                                                                                                                                                                                                                     No relevant ethical content
  The UN Refugee Agency                                                 1\. Reproductive Health in Refugee Situations: An Inter‐Agency Field Manual (1999)^A2^2. Operational Guidelines on Improving Newborn Health in Refugee Situations (2013)^A3^                                                                                                                                                                                                                                                                                             1\. Respect for refugees' religious and ethical values and cultural backgrounds, and provision of accessible services, privacy, confidentiality and continuity of care2. No relevant ethical content
  World Health Organization (WHO)                                       1\. WHO Manual for the Healthcare of Children in Humanitarian Emergencies (2008)^A4^2. Inter‐Agency Field Manual on Reproductive Health in Humanitarian Settings (2010)^A5^3. Essential Interventions, Commodities and Guidelines for MNCH (2011)^A6^4. Guidelines on Basic Newborn Resuscitation (2012)^A7^5. WHO Recommendations on Postnatal Care of the Newborn (2013)^A8^6. WHO Recommendations on Newborn Health (2017)[29](#dewb12214-note-1029){ref-type="fn"}   1\. No relevant ethical content2. Respect for communal religious and ethical values and cultural backgrounds, and universally recognized international human rights standards. Promotion of integrity, accountability and transparency in the delivery of goods and services3. No relevant ethical content4. Acknowledges the question of what constitutes ethically justified reasons to withhold resuscitation of newborns affected by high morbidity or high mortality conditions, however provides no discussion.5. No relevant ethical content6. No relevant ethical content
  World Vision International                                            Guide to Maternal, Newborn and Child Health and Nutrition in Emergencies (2012)^A9^                                                                                                                                                                                                                                                                                                                                                                                      Respect for human rights, humanitarian values and core operating standards, including non‐maleficence and just allocation of resources.
  European Civil Protection and Humanitarian Aid Operations (ECHO)      Thematic Policy Document No.7: Health -- General Guidelines (2014)^A10^                                                                                                                                                                                                                                                                                                                                                                                                  No relevant ethical content
  Save the Children                                                     Ending Newborn Deaths: Ensuring Every Baby Survives (2014)^A11^                                                                                                                                                                                                                                                                                                                                                                                                          No relevant ethical content
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Few humanitarian aid agencies had developed their own medical guidelines, with some simply opting to use guidelines developed by international bodies such as the World Health Organization (WHO). Existing medical guidelines on management and resuscitation of preterm neonates were almost exclusively developed by programmes or specialised agencies of the United Nations (UN), including the WHO, the United Nations Children\'s Fund (UNICEF), European Civil Protection and Humanitarian Aid Operations (ECHO) and the United Nations High Commissioner for Refugees (UNHCR).

The only aid agencies with their own developed guidelines were Médecins Sans Frontières (MSF), World Vision International and Save the Children. Many of these were not specific to humanitarian settings. Ethical discussion in guidelines predominantly contained either brief references to principles such as human rights and cultural values, or did not address ethical issues, rather making blanket recommendations for resuscitation of all preterm neonates (Table [1](#dewb12214-tbl-0001){ref-type="table"}). Of these agencies, only MSF made detailed reference to specific ethical considerations such as viability and beneficence (Table [2](#dewb12214-tbl-0002){ref-type="table"}). However, review of the MSF guidelines indicated that they may not always be sufficiently comprehensive to guide ethical decision‐making in complex cases such as those described in Box 1. For example, while MSF guidelines emphasise adequate essential care, and consideration of the mother and child as a paired entity, more detailed guidance may be necessary on how to allocate resources between these two individuals when equipment is limited, as in the case of Asha. In the case of premature infants, MSF guidelines highlight the need for consideration of the "grey zone" of viability, medical and socio economic factors and expected long term quality of life, yet may not offer aid adequate detail on how to how to practically address the questions highlighted by Sarah\'s case.

###### 

MSF neonatal care guidelines

  -------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
  Documents and Ethical Content[30](#dewb12214-note-1030){ref-type="fn"}
  *Essential Obstetric and Newborn Care (2015)~A12~* No relevant ethical content
  ***MSF Neonatal Care Policy (2016)*** [31](#dewb12214-note-1031){ref-type="fn"} Neonatal care should focus on mother and child as a paired entity, and be tailored to the setting, context and level of care available, limited by medical and ethical principles.All infants determined to be viable should receive resuscitation and neonatal care, taking into consideration the pathologies of the child, the context and the medical environment.Gestational age, birth weight, clinical and neurological status, prenatal history, medical judgment and parental wishes should all be factored into decision making.Decision‐making should be based on expected long term prognosis and quality of life in the best interests of the child, taking into account mid and long term prognosis, implications for cognitive development, prevention of suffering, preservation of dignity and access to treatment.Parents should be included in the decision‐making process.Where medical interventions are destined to fail, healthcare professionals can decide to limit or stop invasive care to prevent harm.Cessation of resuscitation or limiting of treatment does not signify immediate death or abandoning of the infant.Palliation should be provided for the neonate once life saving measures are discontinued. Support to and involvement of the family is a part of this process.MSF should be attentive to quality of life, potential disabilities and short, mid and long term outcomes for neonates.
  ***Guidance on Limitation of Care and Palliative Care for Newborns -- MSF OCG 2017*** ^**,**^ [32](#dewb12214-note-1032){ref-type="fn"}
  Palliative care is to be provided for children with medical conditions likely to be fatal or, in cases of survival, associated with unbearable sequelae. Palliative care does not mean to stop treating or to abandon the patient, or to cause, hasten or delay death.Initiation of palliative care should be a team decision including healthcare providers and parents/legal caretakers. The choice of the family should be respected and emotional socio‐economic pressure on the family associated with their child\'s hospital admission should be considered.If the newborn shows severe organ dysfunction and/or severe congenital malformation, resuscitation should be ceased early. A rational treatment approach, considering limited capacities and resources in most MSF‐settings is better for the child, the parents and the clinical team. Emotional and socio‐economic pressure on the family associated with the hospital admission of their child need to be taken into account.Advanced resuscitation not to be provided for children with birthweight \< 1000g or with severe congenital malformations.
  **MSF International Neonatal Strategy (2017)** [33](#dewb12214-note-1033){ref-type="fn"} [34](#dewb12214-note-1034){ref-type="fn"}
  Prioritisation of adequate essential care, safety, effectiveness, patient‐centeredness, beneficence and non‐maleficenceMother and baby should be considered as a paired entityMGuidance should be developed with regard to context, including religious and cultural beliefs, national legal systems, and in certain circumstances, operational constraintsCare decisions should take into account expected survival without major neuro‐disability, as well as context‐specific resource limitations.Where curative care cannot be provided, emphasis should be on adequate palliative/supportive care. Interventions that are no longer beneficial, are ineffective, or will prolong the dying process without alleviating suffering should not be offeredNeonatal palliative care should be provided to babies with life‐threatening conditions and uncertain prognoses. End of life (EOL) care is provided for medical conditions that are likely to be fatal, or result in severe neuro‐disabilityManagement of preterm babies should consider the "grey zone" of viability. Decisions within this zone depend on factors such as context, resource allocation, level of care, and equipment
  -------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
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3. ETHICAL QUESTIONS {#dewb12214-sec-0006}
====================

The development of specific ethical guidelines relating to newborn infants in humanitarian settings poses a serious challenge. A distinctive feature of humanitarian medical ethics is the difficulty in defining a coherent set of practices common to humanitarian medicine.[35](#dewb12214-note-1035){ref-type="fn"} Current protocols in humanitarian agencies such as MSF emphasize the lack of any single model in treating neonates, and the need to adapt guidelines on a case‐by‐case basis.[36](#dewb12214-note-1036){ref-type="fn"} This may be an advantage; even across more consistent settings (such as those relating to resuscitation of extremely premature infants in developed countries), neonatal ethical guidance has been criticized for oversimplifying complex ethical dilemmas.[37](#dewb12214-note-1037){ref-type="fn"}

Others, however, argue that the absence of guidelines risks inconsistency in care, where the treatment options provided to parents can vary significantly with each treating team.[38](#dewb12214-note-1038){ref-type="fn"} An individualized approach may also create uncertainty among clinicians in navigating the complex ethical dilemmas faced during humanitarian crises.

The cases provided earlier in this paper identify some of these dilemmas. In the next section, we will outline some of the potential ethical questions, divided into three broad areas: issues relating to the patient (particularly questions over long term quality of life), issues relating to patient selection and resource allocation, and issues relating to the treating team (particularly around conflicting cultural norms and values). This is not an exhaustive list of ethical questions or dilemmas common to neonatal care in humanitarian settings. We will focus on those issues that we consider to be particularly distinctive or important for delivery of newborn humanitarian care.

3.1. Long‐Term Quality of Life {#dewb12214-sec-0007}
------------------------------

In the case of Asha\'s newborn, one potential reason to withhold resuscitation was a concern about long‐term disability if he or she survived. Considerations of long‐term wellbeing and quality of life are important to the ethics of initiating resuscitation for sick or premature newborn infants. The standard of care in developed nations is typically to withhold resuscitation only in cases where gestation, birth weight or congenital anomalies are associated with high probability of early death or unacceptably high morbidity.[39](#dewb12214-note-1039){ref-type="fn"} However, humanitarian crises commonly occur in settings where a lack of infrastructure to support children with long‐term illness or impairment may significantly alter what level of disability would be associated with mortality, constitute unacceptable morbidity or conversely, offer a reasonable quality of life.[40](#dewb12214-note-1040){ref-type="fn"}

Neonates suffering from low birth weight (LBW), infection or other intrapartum events are more likely to develop long‐term adverse outcomes including cerebral palsy, cognitive problems and other neurodevelopmental disabilities.[41](#dewb12214-note-1041){ref-type="fn"} While early interventions such as drying, immediate stimulation, thermal care and Bag‐Mask Ventilation (BMV) may reduce the likelihood, severity and cost of future disability for at‐risk neonates, they may also prolong the lives and associated costs of severely disabled infants who would otherwise not have survived. A Burundi‐based study of LBW infants found that 27% had one or more impairments on 2‐year follow up from birth.[42](#dewb12214-note-1042){ref-type="fn"}

In low resource settings where support options are lacking, the consequences of such conditions are likely to be more severe not only for the infant, but also their family.[43](#dewb12214-note-1043){ref-type="fn"} In many Low and Middle‐Income Countries (LMICs), healthcare costs are primarily paid for out of pocket.[44](#dewb12214-note-1044){ref-type="fn"} In severe cases, financial debt resultant from neonatal care can push families into acute nutritional crises and contribute to the death of other family members.[45](#dewb12214-note-1045){ref-type="fn"} International aid workers from developed nations often cite economic costs upon society and lifelong stress imposed on the family as reasons not to resuscitate infants at high risk of disability.[46](#dewb12214-note-1046){ref-type="fn"} ^,^ [47](#dewb12214-note-1047){ref-type="fn"} The same Burundi‐based study of LBW infants found that 7% of children were reported to be an additional burden to the family as a result of their impairments.[48](#dewb12214-note-1048){ref-type="fn"}

Humanitarian crises involving physical dislocation and migration present a serious obstacle to necessary follow‐up and monitoring of unwell infants. Even in the absence of such destabilisation, humanitarian aid missions may only be stationed in disaster regions for short, fixed periods.[49](#dewb12214-note-1049){ref-type="fn"} Aid workers may therefore be unable to provide a sufficiently comprehensive process of care to ensure acceptable quality of life.

Impairments may also be a source of considerable social stigma in developing regions. Neurocognitive disabilities may lead to the removal of affected children from their schooling, while families in some settings have been shown to react poorly when faced with a handicapped or impaired baby.[50](#dewb12214-note-1050){ref-type="fn"} ^,^ [51](#dewb12214-note-1051){ref-type="fn"} Stigma and familial rejection carry significant potential to detrimentally impact the neonate\'s quality of life, and the extent of discrimination against individuals with impairments can vary significantly depending on cultural or religious norms.

Attention to the interests and wellbeing of Asha\'s infant (Box 1) might suggest that resuscitation should be provided. However, even if treatment would be in the interests of the infant, there is a further ethical question about the impact of treatment on others.

3.2. Resource Allocation {#dewb12214-sec-0008}
------------------------

Resource scarcity is a significant concern for providers of humanitarian aid.[52](#dewb12214-note-1052){ref-type="fn"} Missions are frequently faced with situations in which available resources are insufficient to sustain life, or inadequate to meet patient needs.[53](#dewb12214-note-1053){ref-type="fn"} As exemplified by the case of Sarah (Box 1), the choices presented by a lack of essential resources create a recurring ethical struggle for aid providers, who must wrestle with distributive justice challenges in their capacity to provide care.[54](#dewb12214-note-1054){ref-type="fn"}

There are different levels of resource allocation in humanitarian missions. For example intervention choices between the needs of distinct populations (macro), different programmatic needs within a population (meso), and varying individual patient needs (micro).[55](#dewb12214-note-1055){ref-type="fn"} Questions relating to newborn infants, are most likely to arise at the meso or micro‐levels of humanitarian resource allocation (although these will be affected by decisions at the macro‐level).

In the past, newborn infants have sometimes been regarded as a low priority for medical care in humanitarian missions.[56](#dewb12214-note-1056){ref-type="fn"} Resuscitation of newborns, particularly preterm infants and those with birth complications, can be heavily demanding on both the number of staff and the time required for treatment. Providing resuscitation may impede care for other patients by reducing availability of the treating team. Irregular deliveries of medicines and limited access to equipment force treating teams to conserve resources in consideration of future patient need. Successfully resuscitated neonates are likely to be highly vulnerable and require more extensive care. They are also completely financially dependent on families and aid missions for the funding of any treatment.

One important consideration for humanitarian missions is the need to achieve the greatest health benefit for those in need of their support. Agencies such as MSF emphasise the provision of essential care as a means to saving the most lives.[57](#dewb12214-note-1057){ref-type="fn"} One way of maximizing benefit would be to compare different health interventions and to selectively provide those that are most cost‐effective.[58](#dewb12214-note-1058){ref-type="fn"} However, it is challenging to assess the relative impact of providing neonatal care. The feasibility of collecting neonatal health data in volatile, varied humanitarian disasters is questionable, with many current methods fraught with errors and limitations.[59](#dewb12214-note-1059){ref-type="fn"} The Burundi study of LBW infants found that over one quarter were lost to follow up, due to reasons including death, familial migration, and estrangement from community figures.[60](#dewb12214-note-1060){ref-type="fn"}

Studies from Mexico and Zambia have highlighted the cost‐effectiveness of neonatal intensive care and neonatal resuscitation training respectively in LMIC settings.[61](#dewb12214-note-1061){ref-type="fn"} ^,^ [62](#dewb12214-note-1062){ref-type="fn"} Extant data also suggests that including neonatal interventions in home‐based care packages in LMIC settings would increase overall cost‐effectiveness of care.[63](#dewb12214-note-1063){ref-type="fn"} However, existing data sets are frequently built upon uncertain assumptions and extrapolations which, even if accurate, might not be true of humanitarian crises.[64](#dewb12214-note-1064){ref-type="fn"} ^,^ [64](#dewb12214-note-1064){ref-type="fn"}

Prioritisation of children or young adults over preterm infants may lead to justice concerns. The guiding rationale of clinical triage often reflects egalitarian principles, rather than strictly utilitarian ones.[65](#dewb12214-note-1066){ref-type="fn"} Alternatively, selective provision of treatment to newborns may conflict with the values of communities. Care of the mother, or of other non‐neonate patients, may be more desirable for local communities, depending on the value they place on saving newborns.[66](#dewb12214-note-1067){ref-type="fn"} (That might be one explanation for the desire to focus medical attention on Asha rather than her infant (Box 1)). One important consideration for aid agencies will be how or whether to reflect local cultural norms in their delivery of healthcare.

3.3. Competing Cultural Norms and Values {#dewb12214-sec-0009}
----------------------------------------

International aid workers may face myriad cultural differences and challenges during humanitarian crises that are of distinctive importance in the context of neonatal care.[67](#dewb12214-note-1068){ref-type="fn"} These may include conflicting religious and traditional beliefs regarding the moral status of the neonate; divergent perceptions of the roles of parents and treating teams with regard to medical decision making; and lower levels of health literacy than is common in Western nations. The ability to understand, communicate and navigate these differences presents a significant challenge to aid workers, who may be required to act in opposition to their personal views and training in order to meet the expectations of local communities and parents.

The LMICs which often play host to humanitarian disasters are likely to exhibit a range of attitudes toward neonates, particularly those who are preterm or disabled. Reflections from Cameroon promote the unconditional acceptance and moral worthiness of the neonate, irrespective of disability or gender.[68](#dewb12214-note-1069){ref-type="fn"} Conversely, perspectives from countries such as India indicate that neonates may be viewed as mere additions to the family structure, rather than individual persons with distinct moral and legal rights.[69](#dewb12214-note-1070){ref-type="fn"} Many communities worldwide do not consider a birth as 'complete' until the infant has survived the dangerous initial neonatal period. It is only after this period that the infants are named and recognized as distinct individuals.[70](#dewb12214-note-1071){ref-type="fn"} Religious beliefs may also be of greater significance than is common in many secular democracies in the developed world, often playing a significant role during decisions regarding neonatal care and the withholding of treatment and resuscitation.[71](#dewb12214-note-1072){ref-type="fn"} ^,^ [72](#dewb12214-note-1073){ref-type="fn"}

Attitudes of parents and physicians in LMICs may be far more heavily influenced by potential disability, as well as the gender of the neonate. A survey of Mongolian healthcare providers found that fewer than half felt that newborns with birth‐defects would be accepted as normal in society.[73](#dewb12214-note-1074){ref-type="fn"} Attitudes among physicians in India reflect a similar degree of discrimination towards disabled infants, with an observed preference to only discharge healthy babies.[74](#dewb12214-note-1075){ref-type="fn"} Disabled children commonly experience significant individual and social neglect in Indian society, while female babies may also be stigmatised.[75](#dewb12214-note-1076){ref-type="fn"} Families are often less willing to pay for intensive care and medicines for female infants, or to attend follow‐up consultations.[76](#dewb12214-note-1078){ref-type="fn"}

Cultural differences may also influence how ethically fraught decisions are approached. In Western societies, it is common for parents to make decisions alongside the treating staff, with an overwhelming majority of health‐care providers believing parents should have the final say in their infant\'s care.[77](#dewb12214-note-1079){ref-type="fn"} Such collaborative approaches may not be the norm, or may not be as practicable, in humanitarian crises. Providers in some settings may be required to include elder family members in treatment decisions.[78](#dewb12214-note-1080){ref-type="fn"} Aid workers may also be required to navigate exclusionary gender roles when communicating with parents.[79](#dewb12214-note-1081){ref-type="fn"}

In other arenas, doctors may be expected to adopt complete responsibility for decision‐making. Such approaches are common in some countries, in which it is typically considered unfair to impose responsibility on the parents of the child.[80](#dewb12214-note-1082){ref-type="fn"} ^,^ [81](#dewb12214-note-1083){ref-type="fn"} Parents who are poorly educated or from low socioeconomic backgrounds may be unable to understand medical terms or comprehend the seriousness of potential disability for the neonate, impairing their potential for involvement in the decision‐making process.[82](#dewb12214-note-1084){ref-type="fn"}

4. DEVELOPING ETHICAL GUIDANCE RELATING TO NEWBORN HUMANITARIAN CARE {#dewb12214-sec-0010}
====================================================================

The distinctive ethical question of when to resuscitate neonates is complicated by the volatility, resource limitations and cultural, geographical and situational diversity of humanitarian aid settings. Development of detailed ethical guidelines and policies specific to neonatal care is necessary for the provision of considerate, consistent and effective care.[83](#dewb12214-note-1085){ref-type="fn"}

Our review of existing literature identified little current guidance relating to neonatal ethical dilemmas in humanitarian crises. In the previous section, we aimed to identify and outline the distinctive ethical questions in this field. It is not possible in the space of this short paper to provide definitive answers to these challenging questions. Nevertheless, some preliminary conclusions or suggestions may be worth highlighting.

4.1. Resuscitation and Stabilization {#dewb12214-sec-0011}
------------------------------------

While resource allocation in humanitarian crises is ethically fraught and challenging, prioritization of simple, cost‐effective interventions for the care of newborns should be uncontroversial. Within hospitals, delayed cord clamping for 60 seconds or more may be of distinct value for infants with respiratory difficulties by providing placental transfusion.[84](#dewb12214-note-1086){ref-type="fn"} Use of room air as a default for neonatal resuscitation is perhaps uniquely cost‐effective in being technically easier and cheaper (than resuscitation in oxygen) and likely resulting in improved outcomes.[85](#dewb12214-note-1087){ref-type="fn"} ^,^ [86](#dewb12214-note-1088){ref-type="fn"} ^,^ [87](#dewb12214-note-1089){ref-type="fn"}

Where hospital admission or intensive care are limited by resource concerns, aid workers such as Sarah should be encouraged to either provide, or educate mothers and care‐givers on early interventions such as drying, immediate stimulation, airway clearing where indicated, thermal care, suction and Bag‐Mask Ventilation (BMV). These interventions can reduce a large proportion of perinatal deaths with little cost.[87](#dewb12214-note-1089){ref-type="fn"} ^,^ [88](#dewb12214-note-1090){ref-type="fn"} Additional simple measures such as breastfeeding support, infection prevention and management, and kangaroo mother care may be valuable and should be promoted even if there is little capacity to provide more intense medical treatment for preterm infants.[89](#dewb12214-note-1091){ref-type="fn"} A lack of the highest level care should not be equated with no care at all.

Questions of which preterm infants to resuscitate (highlighted by Sarah\'s case) are sometimes answered using gestational age (GA) based guidelines. In developed nations, prior to 22 weeks, resuscitation is almost never recommended, while at 25 weeks, it is usually mandated.[90](#dewb12214-note-1092){ref-type="fn"} The period in between has been termed the 'grey zone,' during which the choice between resuscitation and palliation is guided by parental wishes.[91](#dewb12214-note-1093){ref-type="fn"}

A similar grey zone might be considered for humanitarian missions, with upper and lower bounds based on locally relevant data on the outcome for preterm infants with available technology. However, there are likely to be some differences, and challenges.

First, in humanitarian crises, GA‐based guidelines may not be readily applicable or appropriate. In LMICs, gestational ages are unlikely to be known with certainty because of a lack of early obstetric ultrasound and uncertain menstrual dates.[92](#dewb12214-note-1094){ref-type="fn"} Birth weight might be used instead, however, aid workers may not have any locally relevant outcome data necessary to develop guidelines. Infants who require invasive respiratory support are not likely to be treatable, even at more viable GAs or birthweight.

Second, the grey zone may be shifted upward (i.e. to a higher gestational age/weight) in humanitarian crises due to resource limitations. For preterm infants who might elsewhere be expected to have a good outcome, lack of resources may require treating teams to not resuscitate on grounds of distributive justice.

Third, the grey zone may be widened due to a need to give greater weight to the wishes of parents. In non‐humanitarian settings, treating teams may act against the wishes of parents through legal channels. A survey of South African neonatal intensive care units showed that 93% of physicians would resuscitate moderately premature infants (28‐29 weeks GA) despite parental refusal.[93](#dewb12214-note-1095){ref-type="fn"} However, legal recourse is unlikely to exist, or be practical, in humanitarian environments. Resuscitation against the wishes of the parents will likely cause significant distress and mistrust. Families may simply abandon, or be unable to care for the infant, due to financial limitations or cultural beliefs.[94](#dewb12214-note-1096){ref-type="fn"} Aid missions are poorly positioned to engage in care or adoption of abandoned infants, and may lack the time and resources to liaise with potentially inundated local adoption services.

4.2. Withdrawal of Treatment and Palliative Care {#dewb12214-sec-0012}
------------------------------------------------

In circumstances where the outcome of resuscitation is uncertain, as in the case of Asha\'s infant, aid workers might consider commencing resuscitation (assuming availability of necessary resources), with subsequent monitoring and assessment. Following resuscitation, review and assessment of the neonate\'s survival prospects and likely quality of life should guide treating teams on whether to continue active treatment or to shift to palliative care. Decisions should be guided by concern for the infant\'s best interests, with attention to both quality and quantity of life, and availability of resources.[95](#dewb12214-note-1097){ref-type="fn"} MSF guidelines on the scope of neonatal care stress consideration of the likelihood of ongoing neurodisability in the event of successful treatment, emphasizing the requirement to do no harm.[96](#dewb12214-note-1098){ref-type="fn"} Intensive care may therefore not be a viable option for infants requiring complex or long‐term treatment for which existing resources are insufficient.

Treatment decisions should also be guided by the UN Convention on the Rights of the Child, with particular concern paid to articles 23 and 27 (Article 23 recognises the right of a mentally or physically disabled child to enjoy a full and decent life with access to extensive care and education subject to available resources. Article 27 recognises the right of every child to a standard of living adequate for their full development and the responsibilities of the parent (or others) to provide satisfactory living conditions for the child, within their means and with any necessary assistance from the state).[97](#dewb12214-note-1099){ref-type="fn"} If the potential for long‐term disability remains high following initial resuscitation, and parents, local communities and governments are unable to guarantee the ongoing care necessary for the development and wellbeing of the neonate, withdrawal of treatment and initiation of palliative care may be indicated. Health care workers should advocate for the interests of the child, however, may have limited options to provide treatment against the wishes of parents.

In the case of Asha\'s infant, the treating team must consider the likelihood of survival with a reasonable quality of life in that setting, and the availability of treatment for the infant. Challenges include uncertainties in the infant\'s outcome with treatment, the level of treatment the infant would require after initial resuscitation and the capability of Asha\'s family to provide ongoing care in the event of long‐term disability resulting from complications. Given those uncertainties, it may be warranted to provide resuscitation in the first instance, with a plan to withdraw treatment and palliate if the infant were to require ongoing respiratory support. If treatment of the infant would compromise the treatment of their mother, the latter should be prioritised.

4.3. Navigating Cultural Norms and Values {#dewb12214-sec-0013}
-----------------------------------------

Cultural and religious differences, historical conflict and mistrust, greater patient vulnerability and linguistic barriers must be navigated with care in the humanitarian environment. Given the variation in values not only between countries but also individual communities, aid agencies should train and educate international workers in the local beliefs and customs of their setting of work on a case‐by‐case basis to ensure adequate sensitivity and understanding of the unique norms and values in that setting. This does not imply cultural relativism in the provision of medical care. Rather, it is a need to reflect the contextual nature of ethical decision‐making. Local belief systems greatly influence approaches to life and death, and must be a part of conversations with families.[98](#dewb12214-note-1100){ref-type="fn"} Initial and ongoing consultation with communal and spiritual leaders may be indicated, particularly when agencies are uncertain of local beliefs and customs.

Aid providers must be flexible with regard to the decision‐making process, and should also be encouraged to seek out and consider the wishes of extended family and community leaders where appropriate when weighing treatment options. Collaboration with local translators, medical staff and educated community members may be necessary to establish productive relationships with parents and the community, and aid communication of complex medical information to ensure maximum inclusion of parents in treatment decisions. However, such flexibility also has its limits. Rarely, it may be necessary for aid workers to oppose parental wishes or locally held beliefs in order to safeguard the best interests of the infant, or enable provision of care to other infants. Clear communication of the reasons for this opposition will be important in such circumstances.

5. CONCLUSION {#dewb12214-sec-0014}
=============

Humanitarian medical care is logistically, technically and ethically complex. Extension of humanitarian medicine to include newborn infants raises additional challenges for those providing and organizing humanitarian medical care. We have reviewed existing guidelines that inform medical care in such settings, described some of the ethical challenges, and suggested key ethical principles that can be applied to neonatal care decisions in these settings. Prioritisation of simple, cost‐effective interventions for the management of the neonate should be encouraged. Widening and upward shifting of the grey zone of neonatal resuscitation may be necessary given likely uncertainties over gestational ages and birth weights, and limitations in resources and local legal protocols. Decisions over whether to continue treatment or initiate palliative care should be guided by the infant\'s best interests, with particular focus on likely quality and quantity of life in the local setting, as well as resource availability. Familial and communal wishes and customs may also take on greater weight in humanitarian settings, and must be navigated with care. While these principles provide a starting point for the aid worker, further empirical and analytical research will be vital to help offer guidance to those providing neonatal medical care in the setting of humanitarian aid.
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